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D HR Jim Martin, Commissioner
Maria Greene, Division Director

Georgia Department of Human Resources

Division of Aging Services ® Two Peachtree Street, NW e Suite 9.398 o Atlanta, Georgia 30303-3142 e (404) 657-5258

Dear Friend:

In 2002 the Department of Human Resources Division of Aging Services published the first
comprehensive “state of the State” report on the issue of caregiving for older Georgians. Our goal, was
and continues to be, to define issues, so that we can make informed decisions about where we should
commit our resources, both fiscal and human, in program development.

The research was conducted through a series of focus groups composed of a variety of caregivers, both
traditional family caregivers and paid professionals and para-professionals. They were anxious to share
their experiences, those both gratifying as well as frustrating. The central theme of “compassion fatigue”
emerged from both types of caregivers, and three significant related issues were identified -

that caregivers, regardless of their relationship to those
for whom they provide care, need more information and
assistance;

that the needs for supports and services exceed the
resources available;

and

that many providers of supports and services are “ageist”

Because we were interested in the views of other groups of caregivers, we continued the focus groups into
2003, concentrating on obtaining input from more family caregivers, as well as those of staff in the
Georgia Long Term Care Ombudsman Program, which protects the rights of residents of long-term care
facilities. Kathy Scott, Ph.D., R.N., C., continued as our consultant-partner in the caregiver research

We are pleased to offer this addendum to our original report, with findings which are consistent and
which provide an even more comprehensive view of caregiving in Georgia. We hope this additional

information will assist policy makers, the aging network and caregivers to make more informed decisions
In this very critical area of long term care.

Sincerely,

reene, Director
Division of Aging Services

Serving Older Georgians and Their Families
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Summary of Caregiver cReport 2002

Results

The following three pages represent a
synopsis of the Caregiving in Georgia
report of 2002. Please refer to this report
for more detailed information via the
website, www.dhr.state.ga.us. Pages 9
through 30 represent the data from five
new focus groups conducted in 2002
and 2003.

A focus group approach was used as
the primary data collection method to
explore the meaning of the caregiving
experience of six caregiver subgroups,
64 individuals, from different areas of
Georgia (see table, page 10). The sub-
groups included family members
[spouses, daughters, and granddaugh-
ters], community members who were
providing volunteer care at various sites,
paid professionals from a variety of disci-
plines [nursing, social work, care man-
agement, law, and aging services], and
nursing assistants in home care and
home health care.' 2

An analysis was completed using a phe-
nomenological methodology' ? to deter-
mine the themes that existed throughout
the six focus groups. Out of the context
of “Compassion Fatigue and Frustration,”
three major themes emerged for these
caregivers which included 1) Lack of
Information/Coordination of Services, 2)
Needs Exceed Availability, and 3) Ageist
Providers.

The overarching theme of “Compassion
Fatigue and Frustration” is best de-
scribed as the constant state of willing-
ness, weariness, and frustration of the
caregivers as they forged ahead in an
attempt to provide the care they per-
ceived to be needed. The state of fa-

tigue and frustration seemed to be
highly influenced by the caregivers’ un-
derlying beliefs and expectations about
caregiving activities.! 2

Lack of Information/Coordination of
Services was one of the three major
themes, reflecting the need for easier
access to information on 1) what ser-
vices and products were available, 2)
clarity on what was included in those
services, and 3) assistance in locating
the services, products, and reimburse-
ment sources. In some cases, the care-
givers suggested that finding assistance
[information or services] was as or more
difficult than providing care itself.

Needs Exceed Availability was the sec-

ond major theme. This theme reflected
the frustration caregivers experienced
around the lack of funding or lack of ser-
vices available to address the needs
that existed during the caregiving pro-
cess. The lack of availability or assis-
tance was particularly acute in relation
to medications, tfransportation, home
care, geriatricians, nursing assistants, and
nursing home beds.

Ageist Providers was the essence of

the third major theme. Caregivers re-
peatedly described the frustration in their
experience with health care providers
that were not knowledgable in the care
of older adults. Additionally, many were
concerned over the lack of supervision
or monitoring of the nursing assistants
responsible for care in the home.

It is out of the context of “Compassion
Fatigue and Frustration” and the three
major themes that approximately 40 rec-



ommendations were generated by the
six subgroups.''? These recommenda-
tions were intended for a wide audience
for the purpose of addressing the con-
cerns revealed during the focus groups.
Some of the recommendations required
funding while others included “no cost”
interventions such as including family
caregivers on social service organization
boards. The following is a synopsis of the
activities and initiatives that have oc-
curred as a result of the recommenda-
tions from the original report.

1. Actions Taken to Create a Two-
Way Flow of Information:

* Caregiver focus group findings were
shared with the Area Agencies on
Aging (AAA’s) for use in developing
their four-year area plans. The results
were also shared at the Rosalyn Carter
Annual Caregiving Conference, and
the Annual Women's Health Forum. A
presentation was made at the
Division’s Annual Nutrition Conference,
with a new track, Balancing Careers
and Caregiving.

* Five additional focus groups have
been conducted with Long-Term Care
Ombudsman program staff and family
caregivers from across Georgia.

* Caregiving in Georgia report, with sup-
port from AARP, has been printed and
disseminated statewide to selected
committees on the Georgia General
Assembly, AAAs, AARP, members of
COAGE, Georgia Council on Aging,
and other public and private sector or-
ganizations. The report can be access-
ed via the Department of Human
Resources website, www.dhr.state.ga.us,
which is going to be the home page
for the Division of Aging Services.

* A list of caregiving Internet Resources
has been compiled and disseminated
to AAAS.

2. Actions Taken to Improve Direct

Services

The Georgia Cares program has been
designed and implemented state-
wide to educate and help seniors ap-
ply for all available low-cost
prescription drug assistance programs.

Georgia’'s Mobile Day Care program,
an innovative service delivery model
which enables rural communities to
have their own day care program sev-
eral days per week while sharing staff
that travel between locations, has
been featured in the rural health sec-
tion of Successful Farming Magazine.

AAAs allocated over $750,000 of new
funding available through the National
Family Caregiver Support Program for
respite services.

Several AAAs are expanding options
available to family caregivers for over-
night in-home or out-of-home respite.

The Rosalynn Carter Institute has re-
ceived funding from the U.S. Adminis-
tration on Aging to develop CARE-NETs
within six AAA regions of Georgia.
CARE-NETs are collaborative networks
of representatives of professional and
family caregiving organizations, as well
as individuals, that work together to
develop service and educational pro-
grams for caregivers.

Several AAAs are providing counseling
for caregivers either in the home or
through forums.

Several AAAs have developed pro-
grams and services for grandparents
raising grandchildren, including coun-
seling, support groups, health monitor-
ing, and mentoring.

*

A number of AAAs are employing
caregiver specialists to assist family
caregivers.

3. Actions Taken to Bolster Training

* With leadership provided by the Geor-

gia Council on Aging, the Georgia Alli-
ance for Staffing Solutions was formed.
This network of 30 agencies and organi-
zations has sponsored two forums to ex-
plore possible solutions to the crisis in
long-term care staffing.

With funding from the Georgia Caregiv-
er Resource Center (GCRC), the Division
provides funding to four AAAs per year
to develop regional caregivers forums.
Some forums will provide respite care to
care receivers, enabling family caregiv-
ers to be able to attend. The Rosalynn
Carter Institute has presented at some
of these events.

Division staff chaired plenary sessions
and workshop tracks at several Georgia
Gerontology Society Annual Meetings
which highlighted issues such as the cri-
sis in long-term care staffing, develop-
ing career ladders for nursing assistants,
and self-directed care voucher pro-
grams.

Area Agencies on Aging sponsored
caregiving trainings and forums with
funding from the National Family Care-
giver Support Program.

Beginning in 2002, the Greater Georgia
Chapter of the Alzheimer’s Association
received funding from the Georgia
General Assembly to provide 26 educao-
tion/training sessions to family and pro-
fessional caregivers around the state.
The funding is on-going.

The State office of AARP has begun an
education/training program to en-
hance knowledge and skills of nursing
aides, with sessions provided across the
state.

* Through CARE-NETs established by the
Rosalynn Carter Institute and partici-
pating Area Agencies on Aging, sever-
al Caring for You, Caring for Me forums
for family caregivers have been con-
ducted.

4. Actions Taken to Support Service

Providers

* Through a national competitive grant
process, the Division received funding
from the U.S. Administration on Aging
(AoA) for a self-directed program, en-
abling caregivers to hire family and
friends to provide services. Georgia re-
ceived the third highest grant award-
ed by the AoA for these funds from the
National Family Caregiver Support Pro-
gram.

* Division and AARP staff were success-
ful in developing a special track for
nursing assistants at the 2001 Georgia
Gerontology Society Meeting; over 140
nursing assistants attended.

* Numerous education/training initia-
tives have begun, and are listed
above in *Actions Taken to Bolster
Training.”

* Policies and Procedures for adult day
care/adult day health, respite, senior
centers, homemaker, nutrition services,
and personal care have been devel-
oped and revised. These policies es-
tablish requirements to be followed
when AAAs provide or contract for the
provision of services.

* Review guides to assist AAA staff to
measure compliance and perfor-
mance of services have been devel-
oped or revised. These guides are for
nutrifion services, care management,
home repair, respite, information and
referral, elder legal assistance pro-
grams, outreach, and adult day care/
adult day health.
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A. Research Approach

As in the original report, a focus group
approach was the primary data-collec-
tion method and the phenomenological
methodology was used to analyze the
data of the most recent groups.

B. Sample and Setting

The sample for these five groups was per-
sons who give care to older adults in the
state of Georgia. The selection was ex-
panded from the first report to include
two groups of ombudsman program
staff, and to better represent the pre-
dominant caregiver to older adults,
three additional groups of family mem-
bers were included. Participants were
selected from five different areas of the
state in order to broaden the perspec-
tive of the caregiving experience. (See
map, page 11.)

Groups 7 and 8: Non-Traditional/
Professional

These groups of caregivers represented
all 12 regions of the state and included
state ombudsman and their supervisors.

Groups 9,10, and 11: Traditional/
Non-Professional

These groups represented family mem-
bers from predominantly rural settings in
Northwest, Southeast, and Coastal Geor-
gia. Family members providing care
were spouses and children.

C. Focus Group Procedures

The focus group team was the same
group as described in the original report.
The focus group procedures for recruit-
ment of participants, the collection of
data, the sample questions and analysis
also remained the same.'?

In many families, it is often
difficult for an outsider to
determine who might be in
need of care or who is
providing the care.
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The focus group results from the original report--groups 1 through

6--are represented in purple. The second set of focus group results is
represented in blue, and the tan area is the total of all groups.
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State of Georgia Planning and Service Areas Map
Focus Group Sites

Group 3
Traditional/ Groups7& 8
Professionals Non-Traditional/Professionals
Hall County

. . Ombudsmen from across the State.
(Gainesville)

Group 6
Traditional/

Non-Paraprofessionals
DeKalb County
(Decatur)

Group 4
Non-Traditional/
Professionals
Butts County

Group 2
(Macon)

Non-Traditional/ ]
Non-Professionals
Fulton County

(Inner City, Atlanta) | Group 11

Traditional/
Non-Professionals
Chatham County

Group 1 (Savannah)

Traditional/
Non-Professionals *
Sumter County
(Americus)

Group 9
Traditional/

Non-Professionals
Calhoun County

(Calhoun)
Group 5

Traditional/
G’—‘f‘{w Non-Paraprofessionals
Traditional/ Laurens County
Non-Professionals (Dublin)
Tift County
(Tifton)

The counties colored purple were included in the original Caregivers report that was
published in 2002. Those in blue, as well as the ombudsmen from the 12 districts (indicated
with an asterisk), were added in 2003 and are part of this report.
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Contextual Perspectives: Compassion Fatigue and Frustration

Consistent with the previous six partficipant groups, “Compassion Fatigue and Frustra-
tion” served as the overarching theme for the caregiving experience of these partici-
pants. Although the majority were in their roles willingly and by choice, most of them
shared stories that were wrapped in exasperation and exhaustion.

“We all have a lot of sleepless nights, I think.”

“I don’t have stress anymore...I don’t have anything. I get numb, I'm so
tired. ...I've gone beyond stress...there’s no way to express it to you.”

“I was just looking around there thinking, I honestly don’t know where to
start, what am I doing today? I want to go to work at Qwik Trip...at Qwik
Trip something good can happen.”

The following provides a common scenario and the resulting fatigue and frustration:

“Yeah, I care for my wife [about 6 years].
She’s only 64 years old. Her mind doesn’t cor-
respond with her hands or her feet...any mov-
ing whatsoever. Because she, [you] have to
spoon feed her, take her to the bathroom and
then she doesn’t want to sit down when I get
her to the bathroom. She doesn’t know when
she has to go to the bathroom. She gets very
ill, you could say it’s mean. She’s getting that
way. She tells me she wants me to leave. I'm
there seven days a week, 24 hours a day. 1
can’t leave her....She does not want to get a
bath whatsoever. Never wants to get a bath
and get her hair washed...I'm afraid I’'m start-
ing to come apart inside..I do...Okay, some-
times I may look at her and she’ll just be
sitting there on the couch leaning over like
this...sideways...and I walk in there and I look
at her and I just stand and cry.”
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The contextual issues that compounded the compassion fatigue in the previous groups
were beliefs about who “should” be assuming responsibility for caregiving and the frus-
tration of not having specific resources available or accessible to assist in the caregiv-
ing process. These factors indeed contfinued to hold true. Additional contextual
factors that were more evident in the five new groups included a) mode of entry into
caregiving, b) the number and ages of the persons they were caring for, c) the level
of intensity of caregiving, and d) their own health issues.

Mode of Entry

The participants in these groups stated they were caring for their loved ones for vary-
ing amounts of fime....from 3 months to over 20 years. The following serve as ex-
amples as to the mode of entry info caregiving or how they came to be caregivers,
which often seemed to be precipitated by a crisis event:

“...my mother’s 94 and she lived by herself...she lived 7 miles from me. And I
would check on her every day there about nine years. So, one afternoon late she
decided to go to the peanut field to get her some peanuts. So, she fell and she
couldn’t get back up. And, so it got closer to night so we went down there and
couldn’t find her anywhere. She wasn’t in the house.....We found her up the little
dirt road where she had tried to slide from the peanut field to the house. Well the
fire ants had eaten her up. So the EMTs came and got her and carried her to the
hospital and since then we brought her to the house.”

daily living. However, similar to the way that persons have symptoms of Alzheimer’s
[and experience the consequences of them] before they are officially diagnosed, it
appears that caregivers were often providing various levels of care [ie. cooking, clean-
ing, daily checks] for extended periods of time before they were actually providing
“physical” care and considered themselves as caregivers.

Double and Triple Duty Care

“She’s [my mother] be 84 in April. She almost got
burnt up in a house fire. I had just come home
from work. I was going to take her medicines and
she came out of the house and all her clothes were
burnt off of her. Her hair had burnt off of her and
I called 911 and got them out there. ...she was
swollen and looked like a monster...didn’t know
she was in the world.”

“We live in a motor home and have ever since we

have been married. I thought I could care for him
better in a smaller space....We were going to Florida and we stopped at a rest area.
We came back to the motor home and he said, ‘How do I make it go?’ This is a 38-
foot piece of motor home and I thought [raised her eyebrows] ...but he still wasn’t
willing to let me drive. And, then when we got parked and he said, ‘How do I make
it backup?’ This was the last time he drove. And...then he
tried to jump out of the car going 75 miles per hour on the ex-

pressway because he thought I was his mother and his mother
couldn’t drive and was going to wreck us. ”

From these and many other examples shared by participants,
it seems that one of the main precursors to participants’ per-
ceiving themselves as caregivers was indeed a crisis and the
resulting physical care or increased assistance with activities of

14

As was frue in the previous groups, these individuals were often caring for more than
one person at a time; providing double and triple duty care.

“I care for my mother, she’s one hundred last
month......Now I just found out last week my husband’s got
dementia real bad and he’s had open heart surgery. And
I’'m raising a special needs grandson that’s ADD and all.

I had to take him - my daughter’s got cancer.”

“I have been taking care of my mother since ‘85. She’s,
she’ll be 84 in April.....I am her caregiver plus [I have]
custody of a four year old.”

“My husband and I have his mother with Alzheimer’s
who is 92 and my father who will be 95 and my mother
just passed away week before last...and my husband is a
heart patient.”

“...three years ago I moved my Mom and Dad in a mobile
home behind our brick home....and I have a husband who also had a brain tumor
removed a couple of years ago.”

“...I'm taking care of my 75-year-old husband who has had a series of illnesses for
the past ten years. I also have a mentally retarded
daughter who has been under my care.”

Of particular note in these groups was not just the
numbers of persons they were caring for but the vari-
ance in age of the those persons. These were age
groups with potentially different care demands and
different resources needed to meet those demands.
While caregiving is often viewed as the same for all
groups, the challenges of someone who is middle
aged and caring for a 100-year-old individual and a
four-year-old warrants serious consideration and can
have considerably different implications for support.

15



Level of Care Intensity

In addition to the physical care that is necessary, the psychological or emotional stress

“My father is blind, (he) has that comes from caring for loved ones is evident in the following statements:

As much as the length of caregiving and the num- Alzheimer's, he's paralyzed... my

ber of persons being cared for, it is important to note mother had a massive Gl bleed... . , . _
the level of intensity of physical care provided. The Sinelihen e e 6 Sie G in Ju. I take care of’my mother.:.It s been going on over twenty years. She can still talk
stories shared by these participants were those that she can’t speak... She's paralyzed, to you but she’ll repeat things to you. She worries a lot. She has to have heart'
might have been shared by skilled providers at long- so she is total care as well as my surgery. You know I,mke care of her... causes a lot of problems at home. My wife
term care facilities in the not so distant past. The father... | just honestly feel like if ety Ul I o paed wolkddn G 1o U lid
following provides examples of the level of care: they weren’t with me | wouldn’t But I tell her, “Ain’t nobody else gonna help her’....I told
have them alive, because they my wife, even if it costs me my marriage I’'m not going to x
are fragile.” put her in a nursing home. If I have to I’ll take care of

“There’s been many challenges but there have been
many rewards as well. My parents moved in with
me five months ago after my mother had a stroke.
My father had a stroke, his first stroke, two and a half years ago, and he became
total care. They lived with me for awhile, but then they wanted to go back home.
With a lot of support they moved back home. But, they lived very nearby. Mother
was the primary care person. I was in the background, but I was really more than
I let her realize, because she was losing her vision and her health was poor.”

her....I'm trying to get her some help so somebody can sit
with her so I don’t have to worry about it....It’s stressful
because I worry about her. I wonder if she’s fell or hurt or
whatever.”

“...a man’s point of view is going to be different just like there’s gonna be a lot
fewer men caregivers. There’s a sense of frustration and this comes out of...it’s
your own personal inadequacies because you think you’re supposed to be able to do
something...but you can’t.”

[husband has leukemia] “Because when I first brought him

home they say, well, nothing else they could do for him and I had to
flush the tube hanging out of his heart...I had to stay there until I
learned how to do these things and they had everything set up
when I got home...He developed two hip sores, we have to turn every
15 minutes now. And now one coming in his back...I've dressed his
heels...and keep the heels dressed.”

“And it scares me because she [mother] been my best friend for so long...So, it’s
just really hard, the idea that I’ve been so close to her and she’s been my confi-
dante for so long and my best friend and I feel like I am losing my best
friend..it’s a real loss.”

it
24,
'

=

£

[Mother was in a fire and severely burned...in a burn unit for
3 months]. “I stayed up there... slept on the floor... chairs for three
months. Had to put my job on hold. So, when I brought her home
I had to take care of her because she had a trach, she has all kinds

h

of machines and things I had to learn to operate and do...She still

has the trach and I have to suction it out. And then I have to...she’s
a bad diabetic...she has oxygen at night. She has the oxygen machine in her bed-
room. Then I have a humidifier. Then she gets those Albuterol treatments I give
her....there’s a lot of nights I don’t even put night clothes on...if I get to sleep I do it
sitting on the couch or in a chair. It’s been that way since ‘85...”

“IMy mother]. She has had encephalitis, which the doc-
tors said when she had it, said her fever was so high
that it messed up some of her membranes. She’s had a
triple bypass...She has swelling of the legs. When they
did the surgery, it messed up her throat...she cannot
swallow or eat good. She chokes constantly. She falls a
lot...This time she fell and spent three hours in the floor
till she got to the phone and called me...She has prob-
lems with her bladder...every time she stands she just
goes on herself... Her speech is slurred real bad...she’s
just limited.”
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Caregiver Health Issues 8& maJ'ot jxpetiential J hemeA

Lastly, the health issues of the caregiver also provide context for the compassion fa-

tigue and frustration experienced. The following examples demonstrate how, in some

cases, the concern was how their own health problems interfered with their caregiving Six major experiential themes were revealed in the data:
abilities and in others it shows how caregiving indeed exacerbates their health issues.

1.) Lack of Information and Coordination of Resources;

“They just found out that I have Hepatitis C and my doctor said because of my 2.) Needs Exceed Availability;
liver enzyme with my blood pressure...I mean the diabetes that’s what they kept . .

looking at it for....they want to go in and do a biopsy of the liver....we had an MRI 3.) Ageist Providers;

this morning.” 4.) The Lone Caregiver;

“Finally, they put her on hospice because of 5.) Pushing Against the Tide; and

her age, not because she’s dying...in order for
me to get some rest...because I have got medi-
cal problems. ..I've got diabetes and high
blood pressure and heart failure and all this
other stuff. The stress gets me down some-
times. I’ve tried to get disability and because
I'm not laying flat in the bed and because I'm
saying I'm taking care of them...you’re not
disabled. They don’t realize...I have no re-
sources toward medicines and I’'m on about 8

6.) Living a Dilemma.

The first three themes existed in the previous data and were noted in the original re-
port. The last three themes are discussed here with supportive data from these five

focus groups.

different kinds. ....Well you're taking a shot [insulin] every morning you have no Lack of Information and Coordination of Resources

idea what your blood sugar is cause you can’t buy that strip. ...you’re playing Rus-

sian roulette with your life.” A sense of frustration was clearly evident as these participants described their inability
to locate information on services, both specific and general caregiving services, de-

“...this past two years, I mean I was a pretty vigorous person. Unfortunately, spite their many efforts. They described how they attempted to locate this information

this arthritis kicked in and now I have to wear a brace on my leg. The walking, I on their own and then turned to those who they traditionally counted on for this infor-

mean it’s an inconvenience, but it really gets to be an inconvenience when you mation [ie. doctors, health department, aging agencies]...still to no avail.

start to take care of somebody and they getting up and down. You don’t realize
how many times you’re up and down until it gets to be a problem. [His doctor told
him] ‘You get help or you’re going to die’.’

“..we can’t get off the ground. I know there are resources
available from a place...a program called Community Care. I
know it’s there, but you can’t get off the ground, you can’t get any
help. And that’s what aggravates me.....I've called everybody. I
have spent days on the phone and I don’t know what else to do. 1
know the resources are there but it’s like you can’t get to them.”

“ But I got very sick this year and I was just not eating

right and running....And I would just grab the cake and I

came down with diabetes. When I went to my doctor my

blood sugar was 348. I didn’t even know I had sugar. But
it can come from stress. It
came back the other

“...and I started looking

for a support group and didn’t “Alot of times | get frustrated because
day...about v "?O”th ago and know how to find it. I was not from this area...I I'm the only one making all the con-
it went up again to 300 and didn’t know how to reach the resources. I went to nections to the other agencies ... call-
then it dropped to 41 and he the health department [in the area]. They didn’t ing legal services ... calling here ...

told me I needed to go to the
hospital.”

following up. I'm always the one mak-
ing that call to check and see if the
job is being done or if legal services

know anything about any kind of help group. I
went to the senior center. I thought surely they
;vgulo;’ 000, Z’hej;l dzdnltll:{wkwIanythmg qu.tt . did their part or whatever. So, yeah,

on't rememober ow...l think I saw a notice in a what she's saying is true, you feel very
paper and finally got me to one and... then we frustrated...”
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were able to make connections...I was
really shocked that the health
deparment in a county did not know
anything available for Alzheimer’s in
that county. There is just some break-
down in communication... that a place
that should be providing health care
for a county knows nothing about
Alzheimer’s.”

“Her doctor is no help... And 1
again I referred to this thing (CCSP)...
the lady in my church she tried it for
her mother on her own and didn’t get

anywhere. She got her mother’s doctor to call them and it speeded up the proces.
So I said ‘All I am asking you to do is call and talk to them and tell them that we

need some help.” The response I got was,

‘We really don’t know what’s available

and we can‘t really help you.” So he knew nothing ... his nurse knew nothing... it

was a dead-end road.”

“I had to have some tests done at the hos-
pital last week. I’'m supposed to get the
results back today. If it happens the way
I’'m kind of expecting I’ll have to go in
the hospital. And at this point I have no
idea what to do with my mother.”

“I think one of our biggest problems is
information... where do we go for this...
who knows what?”

“I know it’s out there it’s just....you can’t
get to it. And that’s what’s aggravating.
There’s too much red tape.”

Needs Exceed Availability

The needs of caregivers are varied, and the resources to meet
those needs are perceived to be limited. What has been shared,
again, by the caregiver groups is that, too often, the needs exceed
what is available or accessible to them. In some cases, the need
was financial in order to purchase the services needed. In other
situations, the service was needed because they were unable to
provide it themselves. A predominant pattern under this theme was
the frustration of knowing there were services available that they
qualified for but, because of the increased demand, they were
placed on a waiting list of unknown length and duration.

...unfortunately, some of us aren’t financially able to handle a lot
of the expenses that go along with caregiving. I had to quit my job
and retire for my social security in order to take care of my
mother...”

...we’ve signed up for the program [CCSP] but we haven’t gotten on
any of them. They keep saying we’re on the next, when they pull up
the next list....We’ll be on the next list, but so far we haven’t been
called.”

“..I'm on the waiting list. Yeah, they don’t have funds available
every time.”

Each participant experienced his or her own degree of frustration related to this
theme, but without a doubt the lack of information and coordination of resources
can take it's toll on an already stressed system. The following is a statement from a
caregiver helping to care for his mother:

“[Takes care of his mother]. It would be nice [having respite with
varying hours/days]. I haven’t been outside the house after sun-
down since my wife passed. She died March of last year...this
March will be two years....I’'m limited on being able to go to church.

I can’t go to evening services”.
..and here are people that need help...that have worked their whole life...paid their

taxes their whole life and can’t get it, and that is wrong. I can understand why
somebody would go ballistic and go to a place and want to kill everybody in there.
I can understand that. When you work your whole life trying to find...you know
help that is out there and you can’t get to it...what are you supposed to do?”

“..she was saying that her husband draws $65 too much...that’s
where a lot of this is falling into ...we make too much money. We
don’t have enough money, we can’t hire private help, and we don’t
fall into the other category...what do we do?”

“Because being on the waiting list we need help now, we don’t need
help six months down the road. We need help today.”
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[referring to 64-year-old mother with
Alzheimer’s]. “We were trying to put her on
disability...can’t do that. She’s not old enough for
Medicare...you know Dad has the drug card that
the drug company put out because he’s over 65.
But, see it doesn’t apply to her because she is only
64. It’s like you’re fighting an uphill battle.”

“And I've got a letter back from [location] that says
she qualifies...she’s eligible for it but, they say
there’s a waiting list. I can’t get to that.”

“She’s liable to get up in the morning time and try to go to the bathroom
and just fall...she hits her head...I may not find her for days.....I got her
on a waiting list.....they said it could be a month, it
could be a year....there’s such a long list, they don’t
“Like | had to tell my know when they can get to you.”
doctor that to you she is
a patient, to me she's a “I called the community people before hospice came
person, it's my mother. | and they said they wouldn’t have anymore resources until

love her--that's the thing, = after January...they were frozen”.
and she's more impor-

fant than things.” In some cases what is the most apparent missing resource is staff.

The following exemplifies this phenomenon:

“...the nurses complained about the fact that they were short staffed [in the nurs-
ing home]. On Sundays I have to get up and cut her meat because there’s nobody
there on Sundays of course.”

“You know the CNA has constraints of under staffing... and then corporate comes
down... and they are not addressing crap!”

Ageist Providers

In much the same way as the previous group, ageism showed
up in stories shared in these five groups. Ignorance, disrespect,
apathy, and complacency were all threads of the ageism that
they suggested of providers. For instance:

“...the whole medical profession needs to listen to what the per-
son or the resident is saying..part of it is just making them see
that resident as a real person ...not a child.”

“I saw this first hand [demeaning, disrespectful care] not long
ago when I attended a care plan session for one of our
residents...I sat down, I looked, I said “Where’s my resident?’

22

look at you.”

[They said] Oh, she’s in her room. [when they
finally brought her in, they did not place her
at the table]...she was perfectly capable of
hearing and understanding. It’s as if the
resident doesn’t exist.”

“...we couldn’t find the right kind of doc-
tor to go to. They kept giving him medication
for depression...well, he wasn’t depressed,
that wasn’t the problem.”

“In our hospital...to me they don’t have
enough knowledge or training in
Alzheimer’s...any type of dementia..they just

“I tried to find a doctor in Chattanooga and I was sure as large as Chattanooga
is...that I could find a doctor who could specialize in working with older people.
The only one I found was in a nursing home and she didn’t want to take private
patients... They treat them like... after the age of 90...’Oh, we can’t do nothing, so

> »

Jjust let it go.

“Her doctor is no help....he’s got her on things [medicines] that is just costing Dad

that she doesn’t need.”

“Like doctors sometime when you have an older person...some of them feel like “well
they’ve lived their life, you know, they’re eighty something and they’ve lived the best of
their life....and I don’t like doctor like that because I think they are still living so there’s

hope and they should be treated like anybody else.”

“Respite care is fine...but are they [the staff] gonna
take good care of her...and the issue I have is because
they are not trained..they do not have a
profession....They don’t have the knowledge.”

“And then there’s the basic issue of respect. I think
CNAs and the residents both are treated with a tre-
mendous lack of respect...CNAs are not going to treat
residents with respect if they’re not treated with re-
spect. Especially with CNAs. They only in some
cases have two weeks training, others six weeks
training... There’s no way anyone could understand
this in six years, let alone six weeks.”
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“It'sinhumantome, I've
had the physicians, the
nurse, the doctors say
‘Why don't you let him
go< What are you trying
to do? Sign this so if he
stops breathing or
whatever....I tfold one of
the doctors | said, ‘Listen,
you're not God, you do
not have the last word
over him, you do what-
ever you can do for him
and when you are
through you discharge
him to go home, | will
take him home’...so it
takes a lot out of you.”



The Lone Caregiver

One of the primary new themes that came out of this data
was related to the perspective that each participant saw
himself as the sole caregiver; there was no one else to do it
or to provide assistance. This belief seemed to hold true
whether or not others were available, as the primary
caregiver did not perceive them to be accessible or willing
to participate.

there were no children or siblings to assist.

“I’m the sole caregiver of my 87 year old
mother. My wife died March of last year and it’s
been just left with me since then. I have no siblings
to help. I've got the whole ball of wax. So, it’s kind
of difficult. Especially being a man taking care of a

“At times I have felt like no one cares. You just feel like
you are all alone. It has been difficult...It seemed like the
church neglected him for awhile. They help me if I ask for help with things but they
don’t come to me. Like we have a new preacher and he hasn’t been to visit yet.”

“The only one that could help me is my brother. My other brothers and sisters
wouldn’t because they all say they’ve got a family. I've got a family too, don’t stop
me. Out of six children, my oldest brother and I are the only ones to help and I help
more than any of them. I go over to the house and help her [mother] clean and
check on her...cook her something to eat. None of the others will help her...because if
she can’t get me and she can’t get my oldest brother, and they won’t go over there
and see her. I just ask God and I do most of it myself.”

“There is (sic) five of us, but she [mother] thinks that there is nobody but me. I am
her caregiver plus [I have] the custody of a four year old.... So, it’s just me. My
sisters say ‘I can’t learn to do what you do’... because they can’t suction her out, they
can’t do all this stuff they say.”

“I have nine brothers
and sisters. My husband
and I, before we moved
back, we talked to everyone
in the family. They assured
us that we would have help.
I had a brother living in the
home with my mother and
father... so we came home to
help him. Two months af-
ter we arrived, he moved
out.... so I had my Mom and
Dad that I was caring for.
So now that leaves me as the
primary caregiver... It’s dif-
ficult, because we had all
these promises of help and
they are not forth coming.
The primary care responsi-
bility falls to me.”

“I’m an only child, so that tells you what I have to do.”

“I think we all probably have a limit that we will individually go to... and every
now and then I’ll have a case like the lady who had no one to go to her house and

get the dresser out of this awful house...But there was no one else to do it...so I did.”

“The only thing I can say is that maybe I get up and I do it [caregiving] everyday
because I'm fearful that nobody else will do it. Nobody will follow through when I
know that needs to be done so 1'd better do it because it needs to be done. I just
know that if I don’t do it then it won’t get done....”

In other circumstances, children, siblings, or friends were available but it was not per-
ceived as appropriate or acceptable by the care recipient.

“As the saying goes, I am the glue that holds the pot together. No brothers or
sisters....nobody except my son - he’s 35 - he’s not married. ..Cause he can’t get

off of the job to do this.”

“The care that my Mom needs we [me and my brother| can’t do for her because
we are boys...it needs to be a female to come in and do that and provide what she
needs that we cannot do. So, I feel like our hands are tied.”

You just

feel like

you are
all alone.
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In some cases this belief was founded on the fact that



“I have nobody else to sit... I'm either on the road [with her] or at her house. That’s
the biggest thing that I see...she don’t want me out of her sight...that’s stressful.”

“My wife is the proverbial clinging vine, she doesn’t want me in another room let
alone going out the door. She’s alright as long as I’'m doing housework... So, she
wants you there... she won’t let anybody else do anything.”

the house all day; what’s the big deal?’ Yeah, you don’t have a
job. You don’t go to work, that’s no big deal.”

“That opinion is really hard because I don’t work either and
people think you’re just at home all the time...you’re not doing
anything and that you haven’t used very good judgment.

“But there was no one else to do it...so I did.....And I know I'm
being shamed over there [referring to others within the group].”

“It feels like they are stabbing you. It’s like everything that I'm
doing is...they’re questioning... it’s like they think we’re stupid.
‘Why would you do this to yourself? Just get it over with, just get
rid of them. My brothers said to my husband and I, ‘How could

you quit your job? I could never quit my job.” They don’t want to
get too close because they feel like you’re gonna ask them to help.

“Last year, with my aunt who is 90 now, over 90 years old. She became critically ill
in her home. She still lived alone with her dog and had to be put in a nursing home.
Well, you know the nursing home kept her for a short time. And she had reached the
point where she was able to ambulate by herself with a walker. But, she knew clearly
what she wanted...Her whole community of friends and everybody was like ‘you can’t
let her go home.. you have to stop her from going home.” But she went home, she had
Meals on Wheels, she had homemaker aides from DFACS that come twice a week.
She still has periods of confusion...she still has periods where she is incontinent..she
still has times that she probably doesn’t eat like she should. But this lady is so much
Pushing Againsi the Tide happier. You know I had people calling me from up there, after I came back home.
“You’ve got to come up here and put her back in a nursing home’ and I had to explain
to them, I can’t put her back in the nursing home...you can’t force somebody in a
nursing home if they don’t agree to it..it’s her choice.”

Compounded by the perception of being the “Lone Caregiver” was the belief that,
from the outside, they were being misunderstood or judged either for “doing too
much,” “not doing enough,” or taking advantage of the care receiver. These caregiv-
ers were still attempting to do what they believed was right for the person receiving
care and yet so many times standing in the face of criticism or lack of validation from
others. Some described it as “pushing against the tide.” The following excerpts serve

Living a Dilemma

as examples: This theme is reflective of yet another layer of complexity that

exists in caregiving.... whereby caregivers are faced with situ-
ations and making choices between equally unsatisfactory
actions. Forinstance, one may be very willing and desirous of
caring for an aged parent but have to quit their job in order
to do so. Quitting their job may not be an option because
they would have no way to provide for themselves or their
parents, but not taking care of the parent is not satisfactory
either. This theme had the feel of being “between a rock and
a hard place.” Variations on this theme were revealed many
times throughout these caregiver groups. One participant
described a situation where a decision had to be made be-
tween perceived safety and individual choice:

“The biggest surprise for me was the perception of other people towards my situa-
tion. It’s overwhelming the number of people in my family that have said, “You
can’t find someplace to put them?” And I always just stop and take a breath and
say, ‘I found a wonderful place for them right here in my house.’ ...but it was shock-
ing to me the people that would come in...even the physicians...they would come in
and they’d shake their heads and walk out.”

“They don’t understand....like you said physicians, they’re like “what are you do-
ing? What’s the point? Why don’t you put them somewhere and forget about it?
Anyway, that made me angry. And the other thing that used to make me angry
is...they would be like ‘Oh you take care of your mom? You're just sitting around
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“Those are the hardest things when you “..Sort of like being
have to advocate for something that’s caught between
happening that’s harmful to a resident a rock and a

or keep your mouth shut about some-
thing that’s happening that’s harmful to
a resident.”

“It most certainly is [hard] because
when you have to advocate for someone
to go home that in your mind you know
that individual doesn’t really need to go
home. But what I think and what I feel
doesn’t matter, I have to focus totally on

hard place.

7

what that resident wants and what that

resident thinks and what he or she feels. I had to advocate for a blind resident to
go home and live with a caretaker who was a drug addict or an alleged drug ad-
dict. Nothing would have it but she go home. She did and tried it. But it was her
choice, broke my heart, but I advocated for what she wanted.”

Others spoke of the dilemma in making requests for an exhausted resident and an
overloaded caregiver:

“It’s overwhelming. Cause I remember being in a facility just a few weeks ago from
like 4:30 till about 6:00 at night and I’ve been doing this for sixteen years. But I
stood there looking around going, ‘Where do I start?, What do I do? Why am I
here?’ You know because there were so many issues they were just hitting me, every
hall I went down there were more issues. And it was you know, a resident saying
‘I’m so tired, I've been sitting in this wheelchair all day long...all I want to do is go
to bed’. And I know it’s going to be two hours before they [staff] have time because
that’s what it is every night. And when I look around for the CNAs, there was one
CNA on that hall and she was working her rear off trying to do the best she could
and you know I could have gone to her and said ‘Excuse me, this resident wants to
go to bed right now, could you take care of that?’ And she would have done it be-
cause I'm the ombudsman, but I didn’t feel like it was fair to her either or to the
resident because she was trying to get into bed.
You know the nurses were trying to pass medi-
cine, some were feeding in the dining room and
it was obvious residents’ needs were not being
met and this is at one of the better facilities in
[location] that had a great reputation and I
was just looking around there thinking, ‘I hon-
estly don’t know where to start.” ”
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“I’ve had several experiences with talking
to the CNA and when a resident voices a
complaint about ‘I have to wait so long for
this or so long for that’. I'll ask the CNA
and I'll say ‘How many residents do you
have? ‘Oh 12 or 13’. ‘How many are total
care?’ ‘Well more than half’ and then that
CNA is in trouble for talking to me, you
know. I’ll come again and he or she is do-
ing that because they were called on the
carpet...You know the CNA had constraints
of the under staffing , overworked, under-

paid, treated with disrespect... often times,

the administrator’s hands are tied because of corporate, you know... and it’s very
frustrating talking to residents and then you get into all these other things: ‘well,
please don’t say anything I'm afraid of retaliation’... family members the same type
of thing...well, what can you do? And I'm thinking, I can’t do jack!”

Many of the participants spoke of the dilemma of having nursing assistants coming into
the home. All described the need for respite and at times they would use this service,
however having outside assistance was often perceived as more work or doing more
harm than it was worth. Here is one participant’s story:

“Well...they do sometimes send caregivers... send people as caregivers to take some
hours off. But, it always seems to be my problem is that I have to sit in with her
[nursing assistant] and another thing you gotta watch them all the time. One time
they will come in and do a little something for you. But the last time all they
wanted to do was sit. The last lady that came she was up in years...she was sort of
like a boss with my husband and I would go in and talk to him and her together
and I tried to suggest to her to let him do things..it was really a disaster...I left to
go somewhere and I come back...my husband, she had him in the bathroom. She
sent him back into the living room and the door was open and I warned her and
warned her and warned her NEVER to leave that door unlocked. Now, the door
was open, he was right out the door...he went down the steps, he got on the side of
the street started running and the first thing you know he fell...bruised himself all
up...he broke his arm. Caregivers, I could have sued them for everything they had.
My granddaughter was downstairs and she heard that woman talk to my husband
like he was a dog ....he was crying at the table...It was a disaster.”

For others the dilemma presents itself around the decision of where care is provided, at
home or in an outside facility like a nursing home.

“...Because I never want him to go in a nursing home, that was just unthought of.
With his condition, I need a lot of equipment at the house to take care of him prop-
erly... my responsibility is to take care of him, that’s what the Bible told me, that’s
what the Bible teaches... I have to see because it’s my duty to be there..but it’s my
duty to be there but I can’t go any further...I can’t do what a nurse can do..It’s nice
to be at home with him but everyday you got to be there.”
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And lastly, the diversity of opinions in regard to care serves as a dilemma in many
cases. One participant described in this way:

“..you get a call from a family member who has complaints and you go see a
resident...and I’ve had residents say to me ‘Oh my daughter she blows everything
up...she gets upset over everything.’ You know, there are those times that residents
do not want us to do anything or don’t want to tell about what the problem is be-
cause they’re fearful. There are also many people, particularly in our elderly
population, who don’t want to cause waves, don’t want to get somebody in
trouble, or ‘I’ll just do what the daughter wants and they will go along.” And we
are there to be the person who says ‘No, it’s what you want, we’re here to help you
not have something forced on you, whatever that something may be,” even if it’s
something that we know would, healthwise, be best for the resident... And we’re
there to speak for that choice even if it’s going to be detrimental to their health
and goes against what everybody else thinks... ‘You’re being abused here and you
don’t want to leave, ok. I’ll be back next month.’ ”
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dfocus Zroup cRecommendations

From each of their stories about caregiv-
ing, the participants shared what they
thought would be helpful for them to
continue quality care for the individuals
in their care. The majority of them con-
curred with the participants in the first re-
port which included a) the need for more
coordinated information on services and
providers, b) the need for more services
with a particular emphasis on respite
care in the home, financial assistance,
and emergency services for caregivers,
c) more adequate training for providers
at all levels, and d) more financial and
backup support for families and nursing
assistants.!-2

Additional recommendations from these
five groups included the following:

Education of the Faith Community
Several persons raised concerns that the
church served as support as long as the
loved one had an acute iliness. How-
ever, when the nature of the disorder be-
came more chronic,

learn of the reality and the stresses of
caregiving as a way to prepare them-
selves for outreach work.

Social Support of the Caregiver

The need for specific services has been
evident in all groups. The need and re-
quest for more social support, such as
“carrying on an adult conversation” with
someone, came out in these five
groups. It was recommended that even
a “friendly visit” or “friendly telephone
call” would be welcome in the midst of
the caregiving chaos. This will become
increasingly important as the number of
caregivers decreases and the number
of those they are caring for, along with
the variance in age, increases.

Contingency Planning

While this recommendation is not en-

tirely new to these groups, it seemed to

carry a lot more weight particularly

given the health status of many of the

caregivers. Most responded that they
did not have a planin

the support of the

place, were not sure of

church seemed to di-
minish and was sorely
missed. The recom-
mendation was made
that the church com-
munity be given re-
ports like this one to

how to put one in place,
and that having no plan
created a lot of back-
ground stress for them in
the caregiving process.
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opivibion. of d?gin.g Services
6t’categic dlan forx ﬁa’cegive'c Qnitiatives

In partnership with the state aging net-
work, the Georgia Division of Aging Ser-
vices (GA DOAS) provides leadership in
establishing a comprehensive array of
programs and services for Georgia’s in-
creasing number of older adults and
their caregivers.

GA DOAS has established four intiatives
to fully implement a continuum of care
within Georgia for caregivers. A com-
plete description of activities undertaken
by the aging network related to these
intiatives may be found on pages 5
through 7 in this report.

The GA DOAS continues to work collabo-
ratively and support the Rosalynn Carter
Institute, the Georgia Gerontology Soci-
ety, the Georgia Alliance for Staffing So-
lutions, and AARP as they address issues
such as long term care and caregiving.

The four intiatives of the GA DOAS are as
follows:

Research and Strategic Planning

The Division has continued to conduct
additional caregiver focus groups to
add to the data provided in the original
caregiver report, culminating with the
publishing of this report, which details the
findings from five groups with family
caregivers and ombudsmen. As re-
sources are available, the GA DOAS wiill
conduct focus groups targeting the inter-
faith community statewide.

Education and Training

The findings and recommendations from
the caregiver focus groups are utilized
by the Division and the aging network in
developing curriculum for caregiver
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education and fraining. A variety of
education/training formats have been
used to reach both family and profes-
sional caregivers, including support
groups, one day workshops/seminars,
and multi-part caregiver education se-
ries that take place over the course of
several weeks. Evaluations of educa-
tion/training sessions are routinely com-
pleted by caregivers attending events,
and indicate that caregivers continue to
seek information about available ser-
vices, how to access services, how to
provide personal care without injury to
the caregiver or care receiver, and
dealing with behaviors of persons with
dementia.

Program and Resource Development
Through the continuation of caregiver
research, GA DOAS now has data which
can be used by Area Agencies on Aging
(AAAs) to identify issues and frends in
caregiving within their regions and as a
basis for planning needed programs and
services. GA DOAS is working with Dr.
Rhonda Montgomery, a prominent re-
searcher on caregiver issues in the
United States from the University of Wis-
consin on field-testing a new caregiver
burden scale. AAAs are helping to de-
termine the instrument’s uses for 1) priori-
tizing caregivers for receiving services; 2)
targeting services more efficiently and
effectively, and 3) identification of
needed caregivers resources for long-
range program planning and develop-
ment.

Information Dissemination

The original Caregiving in Georgia report
has been posted on the Division’s
website. Presentations on Georgia’s

mobile day care, caregiver mediation
project, and self-directed care programs
have been made via tele-conference,
and the United States Senate Special
Committee on Aging.

With leadership from the Atlanta Re-
gional Commission Area Agency on Ag-
ing, Georgia's AAAs have developed

and funded a caregiver magazine en-
titted Georgia Generations. Published
quarterly by JAM Publications, the maga-
zine has featured topics such as afford-
able prescription drugs, grand parenting,
depression, and personal histories. Addi-
tionally, each feature includes an article
written by each Area Agency on Aging
regarding particular programs and ser-
vices within its respective region.

Division

of

Aging Services
of the

Georgia Department
of Human Resources

hitp://www2.state.ga.us/departments/dhr/aging.html
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